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250 The role of understanding in living with cystic ﬁbrosis
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Objectives: The study aimed to re-examine the experience of living with Cystic
Fibrosis (CF) today. In recent years there have been rapid and substantive changes
in the epidemiology of the disease, from a fatal disease of childhood to a complex,
chronic, multisystem disease spanning decades. This has dramatically altered the
experience of living with CF.
Methods: An inductive, qualitative study design utilising in-depth, unstructured
interviews was conducted with young adults with CF and a signiﬁcant other in
their life. The seven young adults and six signiﬁcant others were aged between 14
and 22 years and 37 and 56 years respectively.
Results: Thematic Analysis generated an overarching theme of Burden of Life with
CF and six themes. A theme not previously conceptualised within the literature
Understanding of CF will be explored in detail here. Within this theme four further
subthemes were identiﬁed: Personal Understanding of CF, Peer Understanding of
CF, Health Professionals Understanding of CF and Society’s Understanding of CF.
Conclusion: Understanding of CF was a ubiquitous theme throughout the data
and it appeared to be a signiﬁcant component of living with CF. Having to explain
themselves and their condition appeared to be an added weight on top of those
already carried. A personal understanding of CF and a CF life changed over
time, expanding with maturation and illness progression. However its development
was idiosyncratic, following personal experience of illness and treatment, clinical
information provided by trusted professionals and heuristic strategies. Implications
for treatment compliance and clinical practice are discussed.
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Objectives: This study aimed to re-examine the experience of living with Cystic
Fibrosis (CF). Today sufferers face the prospect of an improved life expectancy hand
in hand with additional complications, co-morbidities and medical interventions.
Methods: An inductive, qualitative study design utilising in-depth, unstructured
interviews was conducted with young adults with CF and a signiﬁcant other in
their life. The seven young adults and six signiﬁcant others were aged between 14
and 22 years and 37 and 56 years respectively.
Results: Thematic Analysis generated an overarching theme of ‘Burden of Life with
CF’ and six subthemes: CF is your Life, CF’s Effect on the Family, Interactions
with the Health Service, Understanding of CF, Emotional Impact of CF, and Coping
with CF.
Conclusion: This study contributes to the limited research on the experience of
living with CF through conﬁrming the existence of a “burden of care”, however,
these ﬁndings understand the life of CF as an accumulation of burdens from
treatment, symptoms and associated limitations, impact on the family, interactions
with the health service, encountering a lack of understanding and the emotional
impact of having this disease, and not simply a burden of care. These burdens
are further compounded by the lack of coping skills described by the participants.
Despite this, the ﬁndings do suggest that the advances in medical treatment have led
to a life with CF that is approaching a more “normal” experience. Recommendations
for clinical practice are discussed in relation to health professionals and clinical
psychology services in the Republic of Ireland in particular.
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Objectives: There are European standards of care in cystic ﬁbrosis (CF), but each
country has different treatment availability. Health Related Quality of Life (HRQoL)
became one of the indicators of quality of CF care. The aim of our study was to
evaluate and compare HRQoL in parents of patients with CF from two Estern
European countries (Poland, Hungary).
Methods: Parents of children with CF aged 6−13 years from Poland (n = 70,
62 mothers) and Hungary (n = 32, 23 mothers) completed the validated version
of the Cystic Fibrosis Questionnaire (CFQ-R). Scores ranged from 0 to 100, with
higher results indicating better functioning.
Results: The highest scores were observed in physical functioning, respectively
for Poland and Hungary (76.6; 76.4, p> 0.05) and school functioning (71.3; 78.1,
p> 0.05) from parents’ perspective. The lowest score was observed in weight
(58.1; 60.4, p> 0.05). Hungarian parents evaluated signiﬁcantly higher scores in
emotional functioning (t = 3.18, p< 0.005), treatment burden (t = 3.00, p< 0.005)
and eating disturbances (t = 2.03, p< 0.05). Polish parents achieved better results in
digestive symptoms domain (t = 2.16, p< 0.05).
Conclusion: However, some differences between Poland and Hungary (especially in
treatment burden) were observed, although results of CFQ-R domains maintained a
similar trend in both countries. Due to different reimbursement system between
these countries, coping with day by day therapeutic challanges could be more
burdensome in Poland. The fact that measuring level of fecal elastase is not available
in Hungary, could explain difference in digestive symptoms domain.
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Background: CF patients have a greater life expectancy than ever before. Having
access to educational and employment opportunities is therefore playing a greater
role and being in meaningful work is good for improved physical and mental health.
General unemployment in Wales was 7.9% in 2013.
We reviewed patients attending the AWACFC to see how age, FEV1%, sex and
deprivation index are associated with employment status.
Method: Data was collected from patients annual review with regard to employ-
ment/educational status, in addition to their mean predicted FEV1 %, age and sex.
Patients postcodes were used to obtain deprivation scores.
Results: Of 223 (127 male) patients with a mean (SD) age and FEV1% of 29.0 years
(±9.6) and 66.4% (±24.8) respectively, 41% were in employment (full or part time),
22% in education, 1% retired, 6% full time parents and 30% are solely dependent
on beneﬁts. There is no difference between sex or age of those solely dependent
on beneﬁts compared to those not (p> 0.05). Patients with an FEV1% <50% are
more likely to be in receipt of beneﬁts than those with FEV1% >50% (X
2 0.001)
and are more likely to live in more deprived areas (X2 0.03).
Conclusion: Results suggest an apparent link between lower lung function and
patients being in receipt of beneﬁts and living in more deprived areas but we
cannot draw conclusions about causation. Treatment burden and education status
conceivably play a role. Some unemployed respondents stated they didn’t think
they would survive into adulthood so didn’t see education or work as a priority.
Encouraging young people to enter further education or meaningful employment
should be part of the transition process.
